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UDSv4 Pulse Check:
Survey Results

Sarah Biber, PhD — NACC Executive Director

EDC Workgroup Update — Data Core Workshop — October 18, 2023
2023 Fall ADRC Meeting
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NACC Survey Results

What area(s) do you have questions or

concerns about with regards to UDSv47?

Projected timeline

Staff burden

Participant burden
Operationalization of new components of UDSv4
Training for data managers
Training for clinicians
Translations of UDSv4
Implementation of REDCap
Managing UDSv4 without REDCap
Other

No questions or concerns

October 2023 Survey
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NACC Survey Results

What area(s) do you have questions or

concerns about with regards to UDSv4?

Will the transition to REDCap allow for
direct, real-time entry via EDC? How will
source records be generated for
compliance and QA?

Our center would like more details about
changes from UDS3 that relate to
coordinator/clinician staff including time
commitment, anticipated start dates and
training needed.

October 2023 Survey

We do not use REDCap to support our
database and are very concerned about how
the UDSv4 can be implemented.

What is the expected timeline of the roleout?
Will all of UDS4 be released at one time?
What are the differences in the workflow for
sites that use REDCap data capture vs. those
that do not? What is the timeline for Spanish
translation of forms?
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NACC Survey Results

Electronic Data Capture Methods Comparison

35 +529°
. 52% 15%

25
20 *Some ADRCs plan
15 to use multiple
methods

10

5 No change

0 4

Directly into an EDC  On paper and then Other

entered into an EDC

UDSv3 Data Capture - UDSv4 Data Capture

COMPARISON: March 2022 to October 2023 Survey
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NACC Survey Results

Which EDC do you plan to use? (Select all that apply)

October 2023 Survey

(Nacc

REDCap
(75%)

N =27

Other EDC
(25%)

N=9

NACC REDCap instance
0

Developed our own
SQL

Labmatrix
iMetadata Rave
NET MVC

Other (Exact TBD)

Others: SAS, 4D, SIR Database, Westat
Blaise, OnCore, Micosoft Access

5

10

15 20

3 4
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NACC Survey Results

Does your center plan on capturing data for UDSv4 using a tablet?

No
 (21.6%)
N=8
Considering
it, but not yet
confirmed -
(51.4%)
Yes
N=10
October 2023 Survey
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NACC Survey Results

What barriers exist in implementing tablets at your center?

1. Cost
2. Training and implementation in the clinic
3. WIFI connectivity issues

4. Desire for additional evidence on benefits of tablets

From June 2023 Data Manager survey
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NACC Survey Results

Are you interested in participating in a Pilot of the UDSv4 forms?

—

25
(35.1% (64.9%) Please indicate which type of pilot you
N=13 N=24 would be open to participating in?
~ reocer |
0 5 10 15 20
October 2023 Survey
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Electronic Data Capture System for UDSv4

ﬁ:"

Data Platform

ADRCs

Deploy forms via iPads in waiting rooms or via any device from anywhere

We still have PDFs!
- NACC will continue to accept PDF forms
- It will be possible to do batch CSV upload into REDCap
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Thank You EDC Workgroup Members!

e Co-Leads: Sudeshna Das, PhD and Sarah Biber, PhD

 Development Co-Leads: Jon Reader, MS and Kathryn Gauthreaux, PhD

* Requirements Co-Leads: Meredith Zozus, PhD, Chad Murchison, PhD, and Kari Stephens, PhD

* Documentation and Training Co-Leads: Sarah Gothard, BS, Laura McLeod, BBA, and Brittany Fair, MS

* Project Management: Jess Welsch, MBA and Hannah Rosenstreter

90 members across 31 ADRCs collaborating with NACC
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NACC

UDSv4 Webpage

Keeping You in the Loop!

EDC Workgroup Webpage

PORTAL
THE NIA ALZHEIMER'S DISEASE RESEARCH CENTERS PROGRAM

NACC  National Alzheimer’s Coordinating Center

MACC Publishing Data
collaborations collection

UDSv4 Updates

Roadmap for updating UDS content

The CTF incorporates the latest scientific concepts and clinical concepts in ADRD into the new version of the UDS.
The committee is comprised of ADRD experts and consults with content experts in SDOH and other fields to
produce the latest version of the UDS represented by the Roadmap below.

Review ADRD Research Incorporate ADRD Advances

The Clinical Task Force (CTF) The CTF decides collectively which ADRC

evaluates new diagnostic tools advances to use and value of data
and scientific research for research community

Meetings

Review
Review and Revise Draft the UDSv4 Forms Experts Present at Proposed
Iterative review process NACC drafts the forms for CTF Meetings Content

EDC WG for incorporating new I review with CTF subgroups New contant is
formed =] thoroughly evaluated

UDSv4 Form d Pilot UDSv4 Forms mk

bit.ly/JUDSv4Updates

REDCap UDSv4
Forms Developed

PORTAL

THE NIA ALZHEIMER'S DISEASE RESEARCH CENTERS PROGRAM

NACC  National Alzheimer’s Coordinating Center

NACC Requesting Data Publishing NACC Data ADRC Q
collaborations daia Analysis productivity callection resources

Electronic Data Capture Overview

About the Electronic Data Capture Workgroup

NACC is currently collaborating with the ADRCs to develop an electronic data capture systems for UDSv4 that will effectively serve the
needs of the ADRC program.

The Electronic Data Capture (EDC) Workgroup was launched by NACC in collaboration with the Data Core Steering Committee in January
2022

The EDC Workgroup is currently comprised of approximately 75 members from across approximately 28 ADRCs whao are collaborating
across three subgroups to co-develop REDCap forms, define requirements, and to develop training and education materials for UDSv4.

Define Requirements Develop Submission Forms Create Training and Education

g__
0__
0 v

https://naccdata.org/edc

UDSv4 Email Updates: bit.ly/nacc-stay-connected
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Attend the NACC Session

Category

UDSv4

NACC
Infrastructure

NACC ID
Assignment
Process

Resources/
Tools

ADRCs

Task - Anticipated activity or completion [

LI SwrA #rial oL

Attend the NACC Session
for UDSv4 Timeline Details!

Friday, October 20 at @ 8:00-9:30am

Location: California B/C

Clinical Staff Training (CTF/NACC resources)
Data Manager Training (EDC WG, NACC, Data Core WG)

Training happening at ADRCs

TEBD-varies by ADRC

Analytics Team Training (90-240 days)

NACC
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Connect with NACC

Sarah Biber, PhD, Executive Director

biber@uw.edu
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